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Primary and secondary outcomes: We	asked	participants,	“Should	the	health	system	
encourage	GPs	to	practice	‘case-	finding’	of	dementia	in	people	older	than	50?”	Case-	
finding	was	defined	as	a	GP	initiating	testing	for	dementia	when	the	patient	is	una-
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1  | INTRODUCTION











with	 pre-	existing	 knowledge	 and	 clinical	 judgement,	 but	 the	 indi-
vidual	 is	unaware	of	signs	of	dementia11	and	had	presented	to	the	
health	clinic	 for	another	 reason.	 In	contrast,	 “timely	diagnosis”	oc-
curs	when	patients	or	carers	present	to	physicians	concerned	their	
symptoms	may	be	dementia	 and	 request	 an	 assessment3 or when 
a	symptoms	adversely	affect	 the	person	or	 those	close	 to	 them.12 
Globally,	 increased	awareness	of	dementia	in	the	public	and	media	

















Because	 of	 the	 fragile	 balance	 between	 potential	 harms	 and	
benefits	of	case-	finding,	we	need	to	explore	community	values	and	
preferences	 before	 case-	finding	 for	 dementia	 becomes	 an	 agreed	
practice.	We	conducted	a	citizen/community	 jury	 (CJ)	using	meth-
ods	based	on	those	described	by	the	Jefferson	Centre15	to	consider	
the	 informed	 community	 perspective	 about	 whether	 GPs	 should	
practice	 case-	finding	 for	 dementia.	 CJs	 are	 a	 form	 of	 deliberative	
democracy	used	 to	explore	community	perspectives	on	 important	















































to	 reimburse	 their	 time.	 Bond	 University	 Human	 Research	 Ethics	
Committee	(#15810)	provided	ethics	approval.
2.2 | Presenting experts
We	 invited	 the	 four	 experts	 to	 present	 to	 the	 CJ	 based	 on	 their	
clinical	expertise	and	 their	publicly	 stated	positions	 towards	case-	





















used	 in	 the	 CJ	 for	 screening,	 case-	finding	 and	 diagnosis	was	 also	
provided.	The	definition	for	case-	finding	used	in	the	CJ	was	“Case-
finding—a	patient	may	 incidentally	complain	about	a	problem	(ie,	 it	







However,	 the	 content	 and	 structure	of	 the	CJ	were	designed	 and	












the	 final	deliberation	were	 facilitated	by	a	 research	 team	member	














slide	 presentation	 (see	 Box	1	 for	 details)	 followed	 by	 a	 telephone	
question	and	answer	session.	Participants	were	provided	with	pre-
senters’	biographies	and	handouts	of	their	presentations.















and	 are	 not	 meant	 to	 be	 reflective	 of	 higher	 clinical	 or	 research	
knowledge.	 Ten	 comprehension	 questions	 were	 developed	 from	
information	provided	during	the	expert	presentations	 (seven	true/
false	conceptual	 items	and	 three	multiple	choice	numerical	 items).	
Post-	CJ	 adequate	 comprehension	 was	 defined	 a	 priori	 as	 50%	
correct.27




We	measured	 future	 intention	 to	undergo	case-	finding	 for	de-
mentia	 if	 suggested	 by	 a	GP	 using	 a	 7-	point	 scale	 ranging	 from	1	
(definitely	not)	to	7	(definitely	will).	Scores	between	5-	7	were	classi-
fied	as	positive	intentions,	and	scores	between	1-	3	and	4	(unsure)	as	
Box 1 Expert presentations and download links
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negative	 intentions.	To	explore	the	time	and	 information	provision	
required	for	an	individual	to	achieve	consistent	responses,	we	asked	
participants	 this	 same	 question	 on	 nine	 occasions:	 baseline;	 after	
each	expert	presentation;	at	the	end	of	day	1;	at	the	start	of	day	2;	
after	deliberation;	and	at	the	end	of	day	2.











comes	were	 examined	 using	Wilcoxon	 signed	 rank	 tests.	 All	 data	
were	analysed	in	SPSS	Statistics	23	(IBM	Corp.,	Armonk,	NY,	USA).
3  | RESULTS
Of	 the	 14	 participants	 recruited,	 12	were	 available	 for	 the	week-
end	and	agreed	to	participate	in	the	study.	Of	these,	one	withdrew	
prior	to	day	1	(male	aged:	60-	70	years),	and	one	did	not	attend	for	







Community	 jury	 participants	 engaged	with	 each	 presentation	 and	















































TA B L E  1  Community	jury	schedule
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unanimously	(10/10)	against	the	jury	charge:	“Should	the	health	sys-
tem	encourage	GPs	to	practice	case-	finding	of	dementia	 in	people	
older	 than	 50?”	 Reasons	 included	 the	 following:	 lack	 of	 effective	
treatments	for	dementia	(ie,	cure),	case-	finding	may	occur	too	early	
in	the	course	of	the	disease,	the	impact	case-	finding	might	have	on	
an	 individual’s	mental	health,	 the	 role	of	 the	GP	and	 the	potential	




Despite	 a	 unanimous	 “no”	 verdict,	 participants	 recognized	 that	
because	 guidelines	 for	 case-	finding	 of	 dementia	 were	 outlined	 in	
the	RACGP	Clinical	Guidelines	 for	Preventive	Activities	 in	General	
Practice,	 GPs	 were	 currently	 practicing	 case-	finding	 for	 dementia.	
Participants	 requested	 and	were	 given	 a	 copy	of	 the	 relevant	 sec-
tion	in	the	RACGP	Clinical	Guidelines	and	they	made	alterations	they	
considered	would	“stop	it	[case-	finding	for	dementia]	from	happen-
ing	 in	 a	 harmful	 way”	 (J7).	 (J7	 was	 nominated	 by	 the	 participants	
pre-	deliberation	as	the	fore-	person	and	spokesperson.)	J7	“So	given	
that	 it’s	here	to	stay,	we’d	 like	to	adjust	these	[RACGP]	guidelines.”	










gested	 potential	 solutions	 (Box	3).	 For	 example,	 although	 the	 par-
ticipants	thought	they	knew	about	dementia	from	media	and	public	
discourse,	they	were	surprised	to	learn	that	there	are	currently	no	










At	 pre-	CJ,	 participant	 comprehension/knowledge	 about	 dementia	
was	good	with	eight	participants	scoring	6	or	7/10	correct	and	two	
participants	 scoring	 4/10	 correct.	 Overall,	 comprehension	 scores	
significantly	increased	from	pre-	to	post-	CJ	(median:	6,	IQR:	6-	6	vs	
median:	7,	IQR:	7-	8,	P	=	0.004;	Table	3).	At	post-	CJ,	all	participants	
had	 adequate	 comprehension	 based	 on	 presentation	 information	
with	nine	participants	achieving	7	or	8/10	correct	and	one	partici-
pant	scoring	5/10.






positive	 attitudes	 towards	 case-	finding	 (median	=	12,	 IQR	=	6-	20,	
P = 0.01).
Pre-	CJ,	 most	 participants	 reported	 positive	 intentions	 to	 un-
dergo	 case-	finding	 for	 dementia	 should	 it	 be	 suggested	 (8/10;	




Using	 the	 algorithm	 for	 informed	 decision	making	 (≥50%	 compre-
hension	 questions	 correct	 and	 congruence	 between	 attitude	 and	





Seven	 participants	 decreased	 their	 individual	 intentions	 to	 un-
dergo	 case-	finding	after	 the	 first	 expert	presentation.	After	 this	
change,	most	 (6/10)	maintained	 their	 individual	 intentions	 (posi-
tive,	negative	or	unsure)	to	test	for	dementia	after	either	the	scien-
tific	or	ethics	presentations	(Figure	1).	Two	participants	continued	































to	 undergo	 case-	finding	 for	 dementia	 should	 it	 be	 suggested,	 and	
made	an	informed	decision	regarding	the	CJ	question.
Research	 supports	 their	 position.	 A	 recent	 systematic	 review	
on	the	benefits	and	challenges	of	timely	diagnosis	of	AD3 reported 
that	 some	 challenges/harms	 faced	 by	 potential	 patients	 included	
fear,	anxiety,	worry	and	stigma.	Unlike	our	definition	of	case-	finding,	
these	 reported	challenges	were	within	 the	 context	of	people	pre-
senting	specifically	with	concerns	about	their	cognitions.	In	another	
study,	 individuals	 diagnosed	 with	 MCI	 compared	 with	 individuals	
with	normal	cognitive	functioning	reported	a	reduced	quality	of	life,	
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Despite	 their	 opposition,	 the	 community	members	 recognized	






monies	 towards	 preventive	 and	 treatment	 research.	 Despite	 con-
cern	regarding	the	low	age	of	case-	finding	posed	in	our	CJ	question,	







public	opinion	which	 lack	 the	 information	provision	element,	 such	
as	focus	groups	and	population	surveys.	For	example,	public	views	







carers	 and	 individuals	 diagnosed	with	MCI	 or	 dementia.	 Our	 par-
ticipants	 therefore	 represent	 the	 authentic	 experiences	of	 service	
users	with	no	vested	 interest	 in	 the	 topic.16	We	acknowledge	 the	
jury	decision	may	have	been	different	should	other	members	of	the	
public	have	been	included.	For	example,	previous	research	reported	












However,	 there	are	also	 limitations.	 Lowering	 the	age	 range	 in	
the	RACGP	guidelines	 from	65	to	50	years,	which	 reflects	current	
diagnostic	 concerns	 of	 younger-	onset	 dementia24	 and	 aligns	 with	
other	 screening	 health	 practices	 in	 Australia,	 may	 be	 a	 limitation	
because	 it	 does	 not	 reflect	 current	 guideline	 recommendations.	
However,	although	the	jurors	initially	thought	this	age	“too	young”	
their	final	recommendations	to	the	RACGP	included	eliminating	the	
age	criterion	altogether.	Their	 justification	 for	doing	so	was	 to	ac-
knowledge	the	rare	occasions	of	younger-	onset	dementia	and	to	in-
crease	“equal	access	and	equitable	treatment	regardless	of	age.”	This	
is	 an	example	of	where	 community	 juror	 recommendations	would	
need	 to	be	viewed	by	epidemiologists	before	potential	 implemen-
tation.	Removing	age	criterion	for	case-	finding	for	dementia	would	
significantly	 lower	 the	 positive	 predictive	 value	 of	 diagnosis	 rates	
because	the	prevalence	of	dementia	in	young	age	groups	is	very	low.
By	 design,	 CJs	 are	 small18-21	 and	 this	 is	 often	 a	 criticism.	 CJ	
participants	 are	 not	 suggested	 to	 represent	 the	 larger	 popula-
tion.	 They	 should	 be	 selected	 randomly	with	 quotas	 of	 important	





Juror	 7:	 we’d	 like	 to	 add	 in	 education	 and	 awareness	 pro-














centre,	 that	 incentive	does	not	go	 into	 the	doctor’s	pocket,	 it	
goes	into	a	funding	body	for	research	into	dementia.
TA B L E  3  Differences	in	comprehension/knowledge,	attitudes	and	intentions	pre-	to	post-	community	jury
N
Pre- CJ Post- CJ
Wilcoxon P- valueMedian Q1 Q3 Median Q1 Q3
Comprehension/knowledge	
total	(/10)
10 6 6 6 7 7 8 0.004
Attitudes	total	(/35) 9 30 22 34 12 6 20 0.01
Intention	to	test	(/7) 10 7 6 7 2 1 6 0.01





are	 reproducible.	 Recently,	 two	 CJs	 on	 antimicrobial	 stewardship	
were	 conducted	 in	 different	 settings	with	 similar	 results	 suggest-
ing	 once	 informed,	 participants	 (in	 different	 regions	 but	 recruited	
for	characteristics	relevant	to	the	juror	question)	may	make	similar	




and	 research	 presented	 to	 support	 their	 claims	 were	 referenced.	
However,	CJ	participants	can	only	be	“informed”	from	the	informa-











often	comprise	panel	members	with	 financial	 ties	 to	pharmaceuti-
cal	 companies,	 and/or	emotional	 and	academic	vested	 interests.33 
Missing	from	these	groups	are	community	voices,	values	and	pref-
erences.	 CJs	 provide	 a	 mechanism	 to	 elicit	 informed	 community	
values	and	preferences	which	can	help	 inform	guideline	and	panel	
groups.	For	 clinicians,	 the	assumption	 that	most	 individuals	would	










The	authors	wish	 to	 thank	the	members	of	 the	CJ	who	gave	their	
time,	thoughts	and	considerations	to	the	deliberations	described	in	
this	paper.
F I G U R E  1  Comparison	of	individual	intention	to	test	scores	over	the	community	jury	weekend
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